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ABSTRACT
Objectives: This review aims to synthesise the evidence regarding the use and provision of dementia services and support for
people with dementia and/or supporters from South Asian, African or Caribbean backgrounds living in the UK.
Methods: A narrative synthesis systematic review of the original research articles published up to April 2024 was conducted. A
lay summary of the initial review findings was evaluated by experts‐by‐experience (n = 15) for scrutiny and to enable further
discussions, to produce key recommendations for further developing dementia services.
Results: A total of 18 studies (16 qualitative and 2 mixed methods studies) met the full inclusion criteria and were included in
the review. The review findings and experts‐by‐experience consultations highlighted that: (1) dementia is not openly discussed
or disclosed within many diverse ethnic communities. This can lead to family carers and people with dementia feeling isolated
and unsupported. (2) Mainstream dementia support services and hospitals often do not meet diverse communities' cultural and
religious needs, and (3) home‐based care supported by external care agencies can be helpful but ensuring consistency of care
staff in their culturally appropriate care can be extremely difficult to ensure.
Conclusions: Encouraging South Asian, African and Caribbean communities to increase their dementia knowledge is
important. However, mainstream dementia support services also need to incorporate their cultural and religious essentials into
care packages to encourage their help seeking behaviours and tackle dementia stigma. Collaborative service developments
between the diverse communities, Health and Social Care providers and policy makers are essential to ensure equitable and
culturally appropriate dementia care for diverse community members in the future.
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1 | Introduction

Around 25,000 people living with dementia in the UK are from
ethnic minority communities [1]. People from diverse ethnic
backgrounds often present to diagnostic and therapeutic ser-
vices at a later stage of their dementia [2] and there are barriers
to seeking appropriate support [3–5]. Researchers have sought
to understand help‐seeking behaviour of people from diverse
ethnic groups [2, 6]. However, this is a complex task as in-
dividuals' acceptance and understanding of dementia and wider
mental health issues are deeply rooted in their embedded cul-
tural, religious, societal and personal values. As highlighted by
our public research collaborators, if one comes from a cultural
background where mental health issues are not widely dis-
cussed, it can be challenging for someone experiencing de-
mentia symptoms to seek external support beyond one's
immediate family members.

The 2021 Census [7] identified that people from Asian ethnic
groups made up the second largest percentage of the England
and Wales population (9.3%), followed by black ethnic groups
(4%). This review will therefore focus on people from South
Asian, African and Caribbean backgrounds living in the UK.
Whilst the diversity of cultural and religious heritages exists
amongst both ‘South Asian’ and ‘African and Caribbean’ ethnic
groups, we will use these two terms broadly for this review but
will refer to specific ethnic subgroups where possible. In this
review, ‘dementia services’ will be defined as covering the
diagnostic process and post‐diagnostic support, including both
hospital and community‐based services.

2 | Objectives

This review aims to explore the evidence regarding the use and
provision of dementia services and community support for
people with dementia and/or supporters (families, friends,
community members) from South Asian, African and Caribbean
backgrounds in the UK. We aim to identify the key components
of facilitators (‘what works well’ for people) as well as existing
barriers. With inputs from experts‐by‐experience, we aim to
develop practical recommendations to improve access to sup-
port services by these community groups and to help stake-
holders and policymakers in the UK to develop culturally
appropriate valued‐based care provision for people with de-
mentia from South Asian, African and Caribbean backgrounds.

3 | Methods

A Narrative Synthesis (NS) Systematic Review was conducted
since this approach allows a transparent, systematic evaluation
and synthesis of both quantitative and qualitative studies [8]. It
is also suitable to investigate how and why specific interventions
or approaches may work for certain groups of people by using
its four interactive review elements: 1. Developing a theory, 2.
Developing a preliminary synthesis, 3. Exploring relationships
within and between studies, and 4. Assessing the robustness of
the synthesis [8, 9].

3.1 | Development of a Review Protocol (NS
Element 1)

A draft review protocol was developed in accordance with the
PRISMA guideline [10]; based on the initial team discussion and
electronic searches to ensure no similar reviews were currently
being undertaken. To strengthen the validity of the third NS
element (exploration of the study findings) and the fourth NS
element (synthesis of the findings), we: (1) produced an initial
review summary report and shared with experts‐by‐experience,
then (2) conducted consultation sessions to seek experts' views
on the initial findings and obtain further insights to integrate
into this review's findings and future recommendations. The
finalised protocol was forwarded to the Information Specialist in
the Nottinghamshire Healthcare NHS Foundation Trust, who
conducted electronic database searches.

3.2 | Search Strategy

Stage 1:

The following search engines were used to find studies up to 20
December 2022:

� Cochrane Central Register of Controlled Trials (CENTRAL)
Issue 11, 2022, in the Cochrane Library;

� MEDLINE Ovid (from 1946 onwards);

� APA PsycInfo ProQuest (from 1806 onwards);

Summary

� Dementia is not openly discussed or disclosed within
many diverse ethnic communities. This can lead to
family carers and people with dementia feeling
extremely isolated. Religious leaders can have an
important role in normalising talking about dementia
and reducing perceived stigma attached to dementia and
wider mental health.

� Family orientated support was considered most cultur-
ally appropriate by many. Home‐based support from
external agencies could benefit family carers, but agency
carers should have a full understanding of clients' reli-
gious and cultural needs particularly when providing
personal care and supporting food preparation.

� Mainstream dementia care organisations try to be in-
clusive by welcoming diverse communities into their
activities or day services. However, many members
from South Asian, African and Caribbean communities
have experienced mainstream services often do not
provide culturally appropriate activities or food, and
therefore, do not think these services would be helpful
to them.

� Diverse communities can help to educate health and
social care professionals if appropriate platforms are
available to share essential information on their cultural
norms and religious practices to provide appropriate
dementia care.
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� APA PsycArticles ProQuest (from 1800 onwards);

� Web of Science (Clarivate) (from 1900 onwards);

� Scopus Elsevier (from 1788 onwards).

The results of the searches were combined and deduplicated in a
database. The search strategies are available in Supplemental
Material S1 in Supporting Information S1.

Stage 2:

The original search strategy was re‐run up to 23 April 2024 and
an entry date filter was added.

3.3 | Inclusion Criteria

� The study participant population are adults aged 18 or over
who have a diagnosis of dementia, and/or supporters of
people with dementia, who self‐identify from South Asian,
African or Caribbean communities and live in the UK

� Original research data on the participants' use of/access to
dementia services or community support for people with
dementia is included

� Peer‐reviewed original journal articles published up to
April 2024

3.4 | Exclusion Criteria

� Systematic reviews, discussion and theoretical articles
without original research data, case reports, project reports,
opinion pieces, book chapters, conference abstracts, thesis

� Articles without evidence of peer‐review

� Study participants do not include people with dementia
and/or their supporters from South Asian, African or
Caribbean communities living in the UK

� Studies that do not meet the minimum Quality Assessment
standard (as defined below)

All study designs (quantitative, qualitative, mixed methods,
survey) were eligible provided they met the full inclusion
criteria.

3.5 | Study Screening and Selection

Study screening and selection was managed using Rayyan
Software. Titles and abstracts were screened initially by one
reviewer (TS). All articles that clearly did not meet the full in-
clusion criteria were excluded. Full text articles were obtained
for the remaining articles that required closer investigation.
Reference lists of provisionally included studies were hand
searched. Full text screening and quality assessment of these
articles were completed independently by two reviewers (OM
and TS) first. Discrepancies were resolved through discussion.

3.6 | Quality Assessment

All studies that met the initial inclusion criteria used qualitative
and mixed method approaches. The Critical Appraisal Skills
Programme (CASP) Qualitative Checklist [11] and the modified
COREQ Checklist [12] were used for quality assessment of the
studies. The details of Quality Assessment process are provided
in Supplemental Material S2 in Supporting Information S1.

3.7 | Data Extraction (NS Element 2)

A data extraction form was created to extract data for the key
domains: including study characteristics, population character-
istics, service details (if applicable), key findings, and quality of
study.

3.8 | Production of Lay Summary Report (NS
Element 2, 3)

Following the initial data analyses, a five‐page lay summary
report was produced, consisting of five sections: (1) What is a
systematic review?, (2) Why are we conducting this review?, (3)
How we selected the research studies for our review, (4) Sum-
mary of what we found out from the articles included in the
review, with two subsections: (a) What research participants
from the South Asian community reported, (b) What research
participants from the African and Caribbean community re-
ported, and (5) What happens during our focus group meeting?
The finalised lay summary report was forwarded to the Centre
for Ethnic Health Research team (hereafter ‘the Centre’) in
Leicester, who agreed to distribute the report to focus group and
interview participants at least 2 weeks before the meeting date.

3.9 | Expert Consultations: Focus Groups and a
Family Interview (NS Elements 1, 2, 3)

Two focus groups (one with South Asian supporters, another
with African and Caribbean supporters), and a Gujarati‐
speaking family interview with a translator were conducted
between July and August 2023. All participants were recruited
by the Centre and were already known to the Centre's team. OM
and TS, with support from the Centre's community engagement
officers, conducted the consultation sessions. With permission
from the participants, the sessions were audio recorded. No
personally identifiable information was collected by the review
team, but the participants agreed to provide their demographic
information anonymously using an online form. No institu-
tional ethical approval was sought to conduct this work, since
all public members were asked to provide their opinions on the
current dementia care services available to them (public con-
sultations) and were not approached as research participants. To
increase transparency of how contributions during focus groups
and the interviews would be used for the purpose of this review,
the research team produced a written information sheet and
obtained consent from all participants.
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3.10 | Data Analysis of the Expert Consultations
(NS Elements 1, 3)

The researchers immediately made individual notes following
each session and held meetings to discuss the key outcomes.
Audio recordings were transferred to secure university com-
puters. TS produced transcriptions of all sessions, only omitting
transcriptions of conversations not directly related to the con-
tents of this review. The researchers read through the tran-
scriptions individually and highlighted the key discussion
outcomes from each session, comparing notes. They then held a
meeting to agree on the key components from the expert con-
sultations to be included in the review.

3.11 | Data Synthesis (NS Elements 1, 4)

The draft data analysis and synthesis document was shared with
NM, AL and MO to validate the initial interpretation of the
review and expert consultation data. Their feedback was
incorporated into further development of the Discussion section
and refinement of recommendations.

4 | Results

The original electronic searches yielded 1781 articles. After
removing duplicates, 1250 articles were screened for eligibility
based on title and abstract. Of these, 1221 articles were excluded,
and the full text of 28 of the remaining 29 potential articles were

obtained. Hand searching the reference lists of these full‐text ar-
ticles yielded an additional 6 papers that were included and ob-
tained in full text. A second electronic search identified 564
articles. Following duplicate removal, title and abstract screening
of 417 articles resulted in the exclusion of 413 articles. The full text
of 4 articles were obtained for further screening. A total of 38
articles were assessed for eligibility, and 20 (16 from initial search,
3 from citation searching, 1 from second search) were excluded
for the following reasons: no original data, dissertation/thesis,
commentary/report, use of/access to dementia services or com-
munity support for people with dementia not being included,
questionnaire development, methodological weakness and con-
ference abstract. A total of 18 (16 qualitative studies and 2 mixed‐
method studies) met the full inclusion and the Quality Standard
and were included in this review (Figure 1).

Table 1 provides a summary of study characteristics.

4.1 | Quality Assessment

Quality assessment was conducted for the 22 studies which met
the initial inclusion criteria. Four qualitative studies did not meet
the minimum score of 10 for Modified COREQ Checklist or
minimum score of 7 for CASP Checklist. CASP scores ranged
from 7–10, with a mean score of 8.9 (Table 2), while the COREQ
scores ranged from 10–23 with a mean score of 15.8 (Table 3).
Most studies met Quality Assessment standard but participant
checking, data saturation and methodological orientation and
theory was often not explicitly reported.

FIGURE 1 | Prisma diagram.
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4.2 | Key Findings From the Included Studies

4.2.1 | Participant Characteristics

Of the 18 included studies, 10 articles included South Asian
participants, [5, 13–21]. One study focussed on African and
Caribbean participants [22] and 7 articles included both Afri-
can/Caribbean and South Asian participants [2, 4, 23–27].
Table 4 summarises the study participants recruitment method
and outcome.

4.3 | Attitudes Towards, and Awareness of
Dementia

The impact of living with dementia and associated mental
health issues tend not to be widely discussed in South Asian,
African or Caribbean communities or within individual families
[13, 15]. The included studies widely acknowledged people from
diverse ethnic backgrounds did not immediately seek main-
stream healthcare support if someone in their family began to
show dementia symptoms, but preferred practical support was
offered or received from individuals within their close family
networks [23, 25]. It appeared to be acceptable for these com-
munities to view dementia as a brain disease rather than a
mental health condition [15]. People found it is easier to seek
medical help for their physical problems, with dementia often
being diagnosed during appointments for another health prob-
lem [2]. This often led to the limited understanding of dementia
as being a medical condition, and the lack of awareness of
available dementia services and financial assistance [4, 5, 20] or
available services for cognitive problems [17]. Participants from
African and Caribbean communities clearly stated they ‘don't do
dementia’ [22] and highlighted the risk of mental health stigma
labelled as ‘madness’ or ‘craziness’ [25], then being institu-
tionalised [23]. One study found there was ‘no stigma’ attached
to dementia amongst Bangladeshi Muslim family carers [14],
but this appeared to be linked to the fact that people in the
community do not widely discuss dementia. Not discussing
mental health may have complex, deep‐rooted cultural and
religious reasons. Baghirathan summarises the reluctance to
disclose dementia diagnosis as ‘fear of diminishment within
own's community’ [23]. Mackenzie [16] found ‘concealment’
was a strategy to avoid rejection and to protect the person with
dementia by keeping them away from other people and the
dementia diagnosis being kept ‘secret’ within the family [20].
Practical support was provided by close family or community
members, but not being able to talk about challenges of living
with dementia sometimes led the person to feel isolated [18].

4.4 | Supporting People Who Have Developed
Dementia Symptoms

4.4.1 | Perspectives and Experiences of People From
South Asian Communities

There is a cultural emphasis on familial care, where close family
members are primarily relied upon for providing practical
support [2, 26, 27]. Caregiving was viewed as a moral obligation

to the family, with helping others being considered an integral
part of being a good Hindu [25, 26]. As a result, there was
limited use of formal services, as family support is prioritised
[18, 27] and some Asian family carers felt ‘asking for profes-
sional help as a failure to fulfil their responsibilities’ [25].
However, family carers can feel burdened, stressed, isolated,
and trapped, and may require additional support to alleviate
their caring responsibilities [5, 24]. Female carers in particular
may require home‐based respite services to reduce their caring
burden [5]. Where home‐based help from external agencies
were sought, there were access barriers, due to religious and
cultural beliefs, as well as issues to navigate the complex UK
health care system [5]. Insufficient cultural and religious
knowledge among external carers regarding hygiene and per-
sonal care practices, gender preferences, cultural‐based intimate
body areas, and food preparation, were highlighted [5, 13, 14,
19], with a lack of clear written care guidelines to provide
culturally appropriate care [5].

As a result there was a reluctance to use mainstream respite
services and day care services as the study participants felt they
did not always take their cultural backgrounds, religious cus-
toms, and dietary restrictions into consideration. Cultural
backgrounds and religious beliefs may directly impact food
choices and dietary restrictions, which may not be easily
adaptable to South Asian food and culture from the British/
Western nutritional advice that is offered [27]. Additionally,
language and communication barriers were frequently reported.
Participants reported dementia leaflets and GP letters were not
always accurately translated. Communicating with healthcare
professionals could be difficult without reliable interpreters who
understand cultural contexts and nuances [5, 24].

4.4.2 | Perspectives and Experiences of People From
African and Caribbean Communities

Support from immediate families was most common and the
preferred option for most African and Caribbean people. Many
study participants highlighted that wider community members
would help if individuals lived alone [24, 25], while people
emphasised the importance of respecting one's privacy and not
interfering with individuals unnecessarily is extremely impor-
tant. The value of helping others has a strong cultural and
religious component [25]. Individuals from African and Carib-
bean communities often sought psychological and spiritual
support from their faith and religious institutions, such as the
church [4, 22]. Community‐based institutions like churches
were perceived as more accessible and engaging than main-
stream dementia services [23]. Some African‐Caribbean com-
munities have experienced a strained relationship with the
healthcare system, which has resulted in a lack of trust in the
system. Concerns about the lack of privacy and confidential
information when using the mainstream services [22], and the
potential loss of independence and fear of being institutional-
ised [22, 23] seemed to contribute to the community's reluctance
to seek dementia support. Study participants considered day
services as a source of support, but their cultural needs were
often not met in these spaces [23]. Familiar food was considered
most important to maintain the personal identity [26]. Finally,
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TABLE 4 | Participant recruitment criteria and methods.

Study
(year)

Participants inclusion
criteria

Participants ethnicity,
number of M/f Recruitment methods Location

Baghirathan
(2020)

(a) Recent or current
supporters of people with
dementia, or (b) people

working in the BAME‐led
volunteer and community

service organisations.

African Caribbean (25),
Chinese (31)

South Asian—Muslim,
Hindu, Sikh (47)

78 female & 25 male

(a) Supporters recruited
from (i) BAME‐led volunteer

and community service
organisations or, (ii) referred

by the Bristol dementia
Wellbeing service

(b) People working in the
BAME‐led VCSOs recruited
through (i) personal contacts
and (ii) snowball sampling

Bristol

Berwald
(2016)

(a) Black African or black
Caribbean community
members, (b) No prior

knowledge or experience of
dementia/dementia services

needed

Black African (28), black
Caribbean (14), black
British (7) and Indo‐

Caribbean (1)

30 female & 20 male

Purposive sampling and
snowball sampling from

community

London

Brown
(2021)

Current manager or clinical
lead for a memory

assessment service in
England or Wales

White other, Irish/Gypsy
travellers, Indian, Pakistani,
Bangladeshi, Chinese, other

Asian, mixed ethnicity,
African, Afro‐Caribbean

and black British
backgrounds

Services recruited using
emails and telephone calls
after identified through the
NHS England and dementia

Clinical network, Royal
College of Psychiatrists and
memory services national
Accreditation Programme

England, Wales

Hossain
(2019)

(a) Current or recent
supporters of Bangladeshi
person with dementia, (b)
supporters who identify as
Bangladeshi, (c) providing

dementia support for a
minimum of 6 months, no

longer than 2 years ago

South Asian—
Bangladeshi (6)

3 female & 3 male

Purposive sampling and
snowball sampling

London, Portsmouth

Hossain
(2020)

(a) Bangladeshi community
members (Phase 1), or (b)

Bangladeshi family
supporters of people living
with dementia (Phase 2)

South Asian—Bangladeshi

9 female & 12 male

Purposive sampling and
snowball sampling

London, Portsmouth

Hossain
(2022)

(a) Recent or current
supporters of people with
dementia who identify as

South Asian

South Asian ‐ Indian (9),
Bangladeshi (6), Pak-

istani (1)

7 female & 9 male

Purposive sampling and
snowball sampling from

community support groups,
“gatekeepers” to religious

institutions, care homes, day
centres

West Midlands

James (2023) (a) People with a formal
diagnosis of dementia who
identify as South Asian or
White British, (b) family

supporters of people living
with dementia, (c) NHS
memory clinic clinicians

PLWD—South Asian (6),
White British (7)

Family supporters—South
Asian (11), White British/

Other (13)

Clinicians—African,
Chinese, Indian, Pakistani,

White English, White
European

43 female, 19 male

Purposive sampling from
memory clinics across 4

NHS trusts

London, Leicester

(Continues)
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TABLE 4 | (Continued)

Study
(year)

Participants inclusion
criteria

Participants ethnicity,
number of M/f Recruitment methods Location

Kevern
(2022)

(a) Muslim, from a British
Pakistani background, (b)

experience caring for a
relative with dementia at

home, (c) English speaking

South Asian—Pakistani
4 female, 3 male

(a) Opportunity sampling using
researcher's contact, (b)

snowball sampling using social
networks and WhatsApp
Muslim Women group

Midlands and North
England

La Fontaine
(2007)

(a) Indian community
members, (b) English‐,

Hindi‐ or Punjabi‐ speaking

South Asian ‐ Indian

30 female & 19 male

Convenience sampling using
intermediaries through

cultural centres, arts and
leisure centres, gurdwaras,

women's groups and colleges

Not specified in paper
but the project took

place in Birmingham

Lawrence
(2008)

Current supporters of people
with dementia who identify
as black Caribbean, South

Asian or White British

Black Caribbean (10), South
Asian (10), White

British (12)

25 female, 7 male

Purposive sampling from
community mental health

teams for older adults, carer
services and organisations
and community services

South London

Lawrence
(2010)

(a) Persons with a formal
diagnosis of dementia, or (b)

persons attending a
dementia specific day centre

or group, (c) identify as
black Caribbean, South
Asian or White British

Black Caribbean (11), South
Asian (9), White British (10)

13 male, 17 female

Purposive sampling from
community mental health

teams for older adults,
memory clinics, day centres,

community mental health
programmes for minority

ethnic elders

South London

Mackenzie
(2006)

Current family supporters of
people living with dementia

from a South Asian or
Eastern European

community

South Asian—Pakistani
(11), Indian (5)

Eastern European—Polish
(4), Ukrainian (1)

Purposive sampling from
health and social care

facilities, religious centres,
community resources,

community radio stations
and voicemail service

Northern England

Mukadam
(2011)

Supporter of someone living
with dementia in London

UK White (4), South Asian
(5), black: African or

Caribbean (5), White Irish
(1), White other (1), Asian

other (1), Chinese (1)

13 female & 5 male

Purposive sampling via
clinicians and the city

mental health trust

London

Mukadam
(2015)

(a) South Asian members of
the community, (b) English

or Bengali speaking

South Asian primarily from
India, Pakistan, Bangladesh,

Nepal and Sri Lanka

Purposive sampling from
South Asian community

centres and snowball
sampling from community

centre and personal/
professional contacts

London

Nair (2022) (a) Current on former adult
supporter of someone with

moderate to advanced
dementia living at home, or
(b) person living with early
stage of dementia diagnosed
more than 6 months prior

and self‐identify as an ethnic
minority

Indian (7), Pakistani (2)
Bangladeshi (1), black

Caribbean (4) Chinese (1),
mixed Chinese/White (1),
Other/North African (1)

11 female & 6 male

Purposive sampling from (i)
GP practices, memory

services using letters and
leaflets, (ii) social media,
previous studies, online

dementia research and carer
support websites using

postal invites and emails,
(iii) local carer organisations

and dementia services via
organisation member, then
screened via telephone after

being contacted by
researcher

London

(Continues)
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when using dementia services, language was also highlighted as
a barrier in the Afro‐Caribbean community, as distinct lan-
guages like Creole or Patois are spoken by many older people,
which may require an interpreter [23].

4.5 | Specific Services and Types of Wider Support
People Identified as Beneficial, or Not Beneficial to
Them

4.5.1 | Care Homes

For both South Asian and African and Caribbean communities,
care homes were considered a last resort due to cultural ex-
pectations that families should take care of their elderly mem-
bers. There were concerns about the impact of past negative
experiences with racism and discrimination against relatives [5],
low expectations around care homes adequately addressing
their cultural needs such as: food [5, 23, 25, 26], following hy-
giene and cleanliness practices, overcoming language and
communication problems [5], and lack of celebration of cultural
festivals [26]. South Asian study participants emphasised the
importance of better home‐based care provision for their com-
munity and family members. In contrast, there was a sense of
reluctant acceptance amongst Black Caribbean people that ‘care
homes are undesirable yet unavoidable part of their future’ [25]
because a high proportion of Caribbean older adults in the UK
live alone.

4.5.2 | Maintaining One's Privacy, Sense of
Independence and Religious Practice

There was a strong consensus amongst African and Caribbean
people that maintaining one's privacy is culturally important.
Furthermore, some people in the community also associate
sharing too much personal information with official agencies
could risk losing their freedom [22]; therefore, maintaining a
sense of control in choosing one's support packages is extremely
important.

Religious beliefs and practice were an integrated part of many of
the study participants' everyday life. Many individuals diagnosed
with dementia used religion and spirituality as a source of comfort
in coping with the dementia diagnosis [4, 18, 20]. On the other
hand, there were also cases that individuals stopped attending
religious services ‘for fear of doing wrong during worship’ [18].
Study participants also explained that ‘respect for religion stops
you accessing (dementia) services’ [4]. They added some churches
may discourage people from seeking medical help [22], and also
religious leaders ‘did not engage’ in dementia discussions [20].
This suggests there may be tension or conceptual difference
amongst some religious practice in accepting and understanding
dementia. On the other hand, in instances where religious leaders
did address dementia there were positive outcomes [20].

4.5.3 | Increasing Wider Community Awareness of
Available Dementia Services and Encouraging Help
Seeking Behaviour

A large number of studies highlighted the need to increase
awareness and knowledge amongst South Asian, African and
Caribbean communities regarding what dementia services are
available and what support (e.g., financial) people are entitled
to. One participant expressed a clear wish to assist other people
in the Muslim community by developing ‘a platform for people
to have their say’ and assisting in working alongside health and
social care professionals [18]. Furthermore, educating health-
care professionals about cultural differences in conceptualisa-
tions of dementia and developing culturally specific guidelines
were deemed important [15, 24].

4.6 | Key Areas Highlighted During the Expert
Consultation Sessions

4.6.1 | Consultation Session Participants

Three consultation sessions: one online focus group with South
Asian supporters (n = 6), one in‐person focus group with African

TABLE 4 | (Continued)

Study
(year)

Participants inclusion
criteria

Participants ethnicity,
number of M/f Recruitment methods Location

Nazir (2024) (a) Pakistani member of the
community, (b) English‐,

Urdu‐ or Pothwari‐ speaking

South Asian—Pakistani

9 female, 2 male

Snowballing sampling from
personal contacts and

neighbourhood contacts

Stoke‐on‐Trent

Parveen
(2016)

(a) People living with
dementia, or (b) supporters

of people living with
dementia, or (c) members of
the community, (d) identify

as Indian, or African or
Caribbean, or East and

Central European

British Indian (62), African
and Caribbean (50), East

and Central European (63)

Advertisements in local
venues

North England

Regan (2016) South Asian person living
with dementia

South Asian—Pakistani

1 male

Part of an educational
project

U.K (specific location
not mentioned)
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and Caribbean supporters (n = 6), and one in‐person family
interview in Gujarati (n = 3) with a translator, were conducted.
All participants were known to the Centre for Ethnic Health
Research team and were given the lay summary report to read
before the meeting. Demographics of the consultation session
participants are shown in Table 5. Supplementary Material 3 in
Supporting Information S1 describes the key discussion outcomes
from expert consultation sessions. This section summarises the
key areas that the participants highlighted in response to the
initial review findings in the lay summary report.

4.6.2 | Attitudes Towards, and Awareness of Dementia

There was a strong consensus amongst the participants that
people in their communities who may be developing dementia
symptoms are reluctant to approach mainstream dementia
services in the early stage; since dementia symptoms have long
been managed within their communities and families. Many
acknowledged that an open discussion about mental health
including dementia is not the ‘norm’ within their communities,
particularly amongst older members. In some cases, this has led
to limited awareness of dementia symptoms and the lack of
understanding of locally available support and help.

4.6.3 | Supporting People in Their Community Who
Have Developed Dementia Symptoms

South Asian participants highlighted the strong cultural
emphasis on familial care as a moral obligation to the family.
Support from immediate family members was considered
crucial to African and Caribbean participants. They reported
that, if support from immediate families is unavailable, com-
munity members are willing to offer their support. However,
respecting people's privacy is considered particularly important
in their culture, sometimes leading to people not offering their
help in case this is perceived as being intrusive.

4.6.4 | Services and Support People Would Like in the
Future

Participants shared many examples of their cultural and reli-
gious needs not being met when using mainstream health ser-
vices. When seeking dementia support for their family and
community members, South Asian supports seem to prefer
culturally appropriate support offered in their own homes,
whilst African and Caribbean supporters appeared more open to

TABLE 5 | Expert consultation session participants demographics.

Participant
Self‐identified

ethnicity Gender
Age
range Religion

Length of time living
in the U.K Contact with dementia

1 Bengali Female 40–49 Muslim 42 years Supporter of someone living with
dementia

2 Asian British Female 40–49 Muslim Since birth Previous supporter of someone living
with dementia

3 South Asian Male 20–29 Muslim Since birth Supporter of someone living with
dementia

4 British Asian Male 70–79 Hindu 60 years Supporter of someone living with
dementia

5 British Indian Male 60–69 Hindu 51 years Supporter of someone living with
dementia

6 Asian British Female 40–49 Muslim Since birth Supporter of someone living with
dementia

7 Somali Female 40–49 Muslim 30 years Supporter of someone living with
dementia

8 Somali Female 60–69 Muslim 22 years Supporter of someone living with
dementia

9 Somali Female 40–49 Muslim 7 years Supporter of someone living with
dementia

10 Black British Female 60–69 Christian 68 years Supporter of someone living with
dementia

11 Afro Caribbean Female 60–69 Christian 56 years No current direct contact with someone
living with dementia

12 Black British Female 60–69 Christian 56 years Supporter of a friend living with
dementia

13 Asian Male 80–89 Hindu Approx. 30 years Person living with dementia

14 Asian Female 80–89 Hindu Approx. 30 years Supporter

15 Asian Male 60–69 Hindu Approx. 30 years Supporter

13 of 16

 10991166, 2025, 3, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1002/gps.70047 by T

est, W
iley O

nline L
ibrary on [11/03/2025]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense



using culturally appropriate day services in the community if
that can help to maintain a sense of their independence. The
importance of training current and future paid carers in relation
to their cultural and religious needs, as well as having consistent
support from the same carer, was repeatedly highlighted as
essential. Family carers acknowledged the continuous practical
and mental pressure on them to care for family members with
dementia but added self‐care can be a challenge as it does not
always align with their traditional cultural or religious values.

5 | Discussion

The findings from the 18 included studies and the experts‐by‐
experience consultations highlight the need to develop the ‘cul-
tural and religious essentials’ that dementia service providers
should consider when working with older people from South
Asian, African or Caribbean backgrounds. Dementia and mental
health are still not openly discussed in many ethnic minority
communities. Raising dementia awareness amongst diverse
ethnic community members in a non‐stigmatising manner and
‘normalising help‐seeking’ [17] behaviour to encourage early help
seeking is important, as highlighted by previous studies.

5.1 | Recommendations for Community
Organisations Supporting Older People From South
Asian, African and Caribbean Communities

Provision of dementia information leaflets in various languages
to ensure the information is accessible for diverse ethnic mi-
nority groups is important. However, on its own, it is not suf-
ficient. Encouraging a wide range of ethnic minority groups to
use mainstream dementia services will require not only de-
mentia knowledge dissemination but also a cultural shift in
making ‘dementia and mental health talk’ a norm for all com-
munities. Some focus group participants have expressed hesi-
tance to attend local peer support groups due to cultural and
religious differences, but all acknowledged the benefits of
sharing their challenges and connecting with other people going
through similar experiences. Local charities often advertise so-
cial groups offered in South Asian languages, but more efforts
could be made to connect supporters and people living with
dementia from similar cultural backgrounds, for example
through WhatsApp peer support groups, to cultivate a more
open culture of living with dementia and to offer support to
each other. Community‐based dyads‐ and family‐orientated
services are crucial for South Asian and African and Carib-
bean families to feel they can use the mainstream dementia care
services. The research team's ongoing community outreach
work and review data suggests that religious leaders can help
their communities by normalising talking about dementia and
encourage their help‐seeking behaviour.

5.2 | Recommendations for Health and Social
Care Providers

Inpatient care: accessibility to culturally appropriate food and
personal care were consistently highlighted as the minimum

essentials to maintain their dignity by study participants. There
were many examples in hospital settings that patients had no
access to culturally appropriate nutritious food. For example,
one hospital offered salad as Halal food. Culturally appropriate
hot food should not be seen as optional or personal luxury,
particularly when inpatients from diverse ethnic backgrounds
are trying to recover and regain their strength.

Home‐based care: cultural awareness training for paid carers
should include a clear ‘checklist’ of essential care components
for their clients. Food preparation and personal hygiene are
particularly highlighted as culturally sensitive areas. Availability
of a template for co‐developing the cultural essential checklist
with family members will be beneficial for paid carers, for
example, buy using the Culturagram assessment framework
[28]. Family carers from diverse ethnic backgrounds indicated
their willingness to learn from paid carers how to provide good
dementia care to their family members, but mutually collabo-
rative working relationships need to be established first.

5.3 | Recommendations for Policy Makers

Rather than making generic policy recommendations for ‘older
people from ethnic minority backgrounds’, policy makers need
to make more efforts to contact and connect with their local
diverse community groups first and foremost. There is a need to
develop a deeper understanding of what will be culturally
acceptable and helpful dementia care packages for specific
ethnic groups in their locality. When developing local policies,
the involvement of people with ‘lived experience’ from specific
cultures is essential to tackle mental health stigma, and to
ensure acceptability and usefulness of care provision. Once the
‘cultural essentials’ are articulated by their local communities,
the information could be disseminated through brief booklets
that specify the cultural norms and preferences of specific
communities. These booklets should be clearly signposted and
be widely made available to a wide range of paid carers.

Policy makers should also commit to ensuring that ‘inclusivity’
is actionable rather than just a buzzword. Inclusivity needs to
extend beyond statements such as ‘everyone is welcome’ by
meaningfully highlighting differences and using language when
creating policies that ensures diverse communities feel valued
and respected. This is a crucial step in demonstrating that their
needs are taken into account, and it requires intentionally
considering diverse perspectives, experiences, and needs. This
would ensure transparency about what services are provided
and for whom they are provided, rather than for ‘everyone’.

5.4 | Recommendations for Researchers

Focus group participants highlighted that many individuals
from diverse ethnic communities do not see research involve-
ment to be directly relevant to them. Those who are involved in
research projects expressed their frustration of researchers not
sharing their findings with them. This impacted on participants
feeling research ‘being done on them’, rather than them feeling
part of the active research community. Researchers should take

14 of 16 International Journal of Geriatric Psychiatry, 2025
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enough time to build collaborative working relationships with
diverse community members, and ensure they provide regular
brief study updates to their study participants. Researchers
should also spend more time ‘giving back’ to diverse commu-
nities, for example by signposting high quality local dementia
services to their study participants or sharing their resources
and dementia knowledge, since a large portion of diverse
community members feel researchers only gather information
but hardly offers anything back directly to their communities.

5.5 | Recommendations for Community Groups
Run by People From Diverse Ethnic Backgrounds

Local groups that are run by people from diverse ethnic back-
grounds who are determined to tackle every day stigma attached
to wider mental health issues do exist (e.g., https://www.face-
book.com/EApositiveminds/). However, not many diverse
ethnic community groups are easily ‘discoverable’ to a wider
public through general internet searches. Some local groups
seem to preserve their cultural and religious values by making
their group membership specific. Our focus‐group participants
explained that this is sometimes necessary for the survival of a
specific community group by stopping ‘outsiders’ influencing
their activities. However, local diverse ethnic groups can help
dementia care providers by collaborating with local researchers,
stakeholders and policy makers; so that essential care package
components for specific ethnic groups which meet their cultural
and religious needs are more articulated at all levels, rather than
individuals having to negotiate their needs with individual care
providers or when admitted to hospitals.

5.6 | Strengths and Limitation of This Review

This narrative synthesis systematic review provides a rigorous
evidence synthesis of recent original research exploring views
on dementia and experiences of people from South Asian, Af-
rican and Caribbean backgrounds living in the UK. Strengths of
the review includes two researchers independently carrying out
the quality assessment and initial analyses of the included
studies. It also includes the development of recommendations
through the integration of the review findings and the experts‐
by‐experience knowledge obtained from consultation sessions.
Even though we focussed on South Asian, African and Carib-
bean communities, wide heterogeneity and cultural nuances
exist within these communities, so our review represents only
partial views and experiences of these communities. The con-
sultations took place in Leicester in the East Midlands; there-
fore, some findings may not extend/be applicable to other parts
of the UK.

6 | Conclusion

Dementia is not openly discussed or disclosed within many South
Asian, African or Caribbean communities. This can lead to family
carers and people with dementia feeling extremely isolated and
unsupported. While increasing general dementia knowledge
amongst diverse communities is crucial for encouraging help‐

seeking behaviours, it is equally essential for service providers
to take concrete actions to tackle stigma and incorporate their
cultural and religious essentials into mainstream care and sup-
port services.

Collaborative service developments between the diverse com-
munities, social and health care providers and policy makers are
essential to ensure equitable and culturally appropriate de-
mentia care for South Asian, African and Caribbean community
members in the future.
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